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ABSTRACT

Objective: This study aimed to generate an explanatory model of the coping strategies that
adolescents employ to manage the stressors they experience in the final months of their ill
parent’s life and shortly after their death.

Method: The sample included 26 families of adolescents with a parent receiving care in a large
hospice program in northeastern Ohio. A semistructured interview was conducted with 14 ill
parents, 17 well parents/guardians, and 30 of their adolescent children before the parent’s
death and, additionally, with 6 of these families after the death. The interviews were
audiotaped, transcribed verbatim, and analyzed using a grounded-theory approach.

Results: The participants described two worlds that constituted the lives of the adolescents: the
well world of normal adolescence and the ill world of having a parent near the end of life. The
adolescents experienced a common challenge of living in two worlds and responded to the challenge
with a process we labeled “managing two worlds.” Five stages through which adolescents manage
their worlds were identified: keeping the ill world and the well world separate; having the ill world
intrude into the well world; moving between the ill world and the well world; being immersed in the
ill world; and returning to the well world having been changed by the ill world.

Significance of results: The explanatory model of “managing two worlds” outlines a complex and
nuanced process that changes over time. The model can be used by health professionals who seek to
help adolescents navigate this critical time when their parents are dying or have recently died.
These results can also be used to inform the development of interventions that assist families with
strategies tailored to an adolescent’s specific needs. Future research should investigate associations
among the process of “managing two worlds” and outcomes related to adolescent bereavement.

KEYWORDS: Adolescents/youth, Hospice, Parental death, Advanced cancer, Qualitative
research

INTRODUCTION

In 2012, almost 175,000 people between the ages of 34
and 64 years were estimated to have died while in

hospice care (National Hospice and Palliative Care
Organization [NHPCO], 2013), and many of these in-
dividuals had children. Although research has shown
that parentally bereaved children may experience
long-term effects, including greater rates of early mor-
tality (Li et al., 2014), they are likely to show the great-
est distress just prior to the parent’s death (Saldinger
et al., 2003; 2005). Parentally bereaved children can
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exhibit a host of negative effects, including sleep dis-
turbances; emotional responses such as denial, anger,
aggression, despair, guilt, anxiety, depression, and
suicidal ideation; interpersonal problems such as
withdrawal, loneliness, and social isolation; blaming
self or others for the parent’s illness; and behavioral
problems such as sexual promiscuity and impaired
school performance (Beale et al., 2004; Cait, 2005;
Christ, 2000; Gazendam-Donofrio et al., 2010; Kenne-
dy & Lloyd-Williams, 2009; Patterson & Rangganad-
han, 2010; Vanheule & Hauser, 2008).

Adolescents whose parents are dying are a unique
population. They experience the normal challenges
of adolescent development including rapid physical
changes, concerns about their appearance, developing
their identity, establishing autonomy, seeking inde-
pendence from parents, and focusing on peer and
romantic relationships (Smetana, 2011; Ļevina & Iva-
nova, 2012). In addition, they experience the stressors
of having a parent who is dying. They report, for exam-
ple, that their homes are often transformed into
“death’s waiting room” (Buchwald et al., 2012) and
that watching a parent die can be particularly trau-
matic (Saldinger et al., 2005). Other stressors include
caretaking responsibilities (Phillips, 2014; Beale
et al., 2004; Folkner & Davey, 2002), restrictions on
time spent in school activities and socializing with
friends (Phillips, 2014; Cait, 2005; Christ & Christ,
2006), witnessing the parent’s symptoms and physical
decline (Saldinger et al., 2005; Sheehan & Draucker,
2011), fear of abandonment and family dissolution
(Christ, 2000), isolation from peers, and attempts to
maintain normalcy by suppressing or minimizing feel-
ings of distress (Davey et al., 2003; Huizinga et al.,
2005; Bugge et al., 2008; Kennedy & Lloyd-Williams,
2009; Giesbers et al., 2010; Sheehan & Draucker,
2011). The stress of having a parent who is dying
can be exacerbated by preexisting family dysfunction,
including disturbed communication patterns and par-
enting practices (Sheehan et al., 2014), and the pre-
existing mental health and substance abuse problems
of family members (Christ & Christ, 2006; Huizinga
et al., 2003; Krattenmache et al. 2012; Riley & Fenton,
2007; Thastum et al., 2008; Timko et al., 2002; Zabora
et al., 2001). Between 20 and 32% of adolescents expe-
rience clinically elevated levels of emotional and behav-
ioral problems throughout the first year after a parent
is diagnosed with a terminal illness (Visser et al., 2004).

After a parent’s death, adolescents show greater
levels of major depressive episodes and depressive
symptoms (Cerel et al., 2006; Dowdney, 2000; Gray
et al., 2011) and posttraumatic stress disorder
(Melhem et al., 2008) than their nonbereaved peers.
Depression in parentally bereaved adolescents can
extend to two years following the death (Gray et al.,
2011; Brent et al., 2009). Predictors of depression

in this population include: losing a mother, low self-
esteem, blaming others, complicated grief, and nega-
tive coping (Brent et al., 2009). Poor family cohesion
before and after the death of a parent is also associat-
ed with an increased risk for self-injury (Bylund
Grenklo et al., 2014).

Some researchers have described children’s coping
strategies when a parent is near the end of life. One
common strategy is the use of distraction or keeping
busy, including participating in sports, socializing
with friends, engaging in hobbies, watching televi-
sion, and using computers (Phillips, 2014; Buchwald
et al., 2012; Kennedy & Lloyd-Williams, 2009).
Research on whether social and professional support
aids in coping has been mixed. Some studies suggest
that adolescents do not want to talk about their ill
parents, do not seek support from their siblings,
and do not believe that healthcare providers can
help them (Dehlin & Reg, 2009), whereas other stud-
ies suggest these children do want to talk about their
experiences and share information with friends,
teachers, and classmates (Phillips, 2014; Bugge
et al., 2008; Kennedy & Lloyd-Williams, 2009). No
studies, however, have provided a robust description
of coping strategies that change over time when a
parent is dying, especially from the perspectives of
the adolescents and their families.

Despite the negative, and at times long-lasting, ef-
fects of parental bereavement and the unique chal-
lenges of adolescents whose parents are dying, no
empirically supported interventions have been devel-
oped to assist adolescents during this critical time pe-
riod. To develop such interventions, more information
is needed to better understand how adolescents cope
when a parent has a life-limiting illness. The purpose
of our study was to generate an explanatory model of
coping strategies that adolescents use to manage the
stressors that occur during the final months of an ill
parent’s life and shortly after his or her death.
Grounded-theory methods (Charmaz, 2006; Glaser
& Straus, 1967; Glaser, 1978) were employed to gener-
ate an explanatory model.

METHODS

Families of adolescents with a parent in hospice were
recruited from a large hospice program in northeast
Ohio. Approvals were obtained from the institutional
review board at the investigators’ university and
from the hospice facility. Adults in the hospice program
were eligible to participate if they were able to speak,
write, and understand English; had the cognitive abil-
ity and physical stamina to complete an interview; and
had children between the ages of 12 and 18.

The research associate met regularly with the hos-
pice staff to describe the study, answer questions, and
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elicit help in identifying families who met study cri-
teria. The contact information for these families
was given to the research associate, who screened
them to determine eligibility. For families who were
eligible and interested in participating in the study,
individual interviews with the ill parents, well par-
ents, and adolescents were scheduled.

After the parents consented for themselves and
their adolescents and assent was obtained from the
adolescents, individual interviews were conducted
between December of 2010 and July of 2012 in the
participants’ homes or in a private room at the hos-
pice facility. The interviews included open-ended
questions in which all family members were sepa-
rately asked to describe the adolescents’ experiences
from the time their ill parents were diagnosed until
they were near death or had died, including how
the adolescents managed the stressors of having a
parent with a life-limiting illness or of losing a par-
ent. A $35.00-honorarium was given to each partici-
pant immediately after signing the consent form.

Interviews and fieldnotes were digitally recorded
and transcribed verbatim. The interviewer reviewed
each transcript for accuracy. Data were managed
with the aid of the NVivo9 computer software pro-
gram (QSR International, 2010).

Some 26 of the 45 families who met the inclusion
criteria agreed to participate in the study; those
who declined usually did not give a reason. Although

the ill parents in 11 families were too ill to complete
an interview, the well parents and/or adolescents
participated. Five families had two adolescents who
participated. Parent surrogates, including grandpar-
ents or significant others acting in a parenting role,
were included in the study. Six families that included
six well parents and nine adolescents participated in
an additional interview after the ill parent’s death.
Enrollment data are depicted in Figure 1. Participant
characteristics are presented in Table 1.

Analysis

The research team included three doctorally pre-
pared nurse researchers, one doctorally prepared so-
cial work researcher, and one graduate nursing
student. The team analyzed data from interview
narratives and fieldnotes using grounded-theory
methods. Three levels of coding were conducted to
transform the data into an explanatory model (Char-
maz, 2006; Glaser & Straus, 1967; Glaser, 1978). Dur-
ing first-level coding, any phrases, sentences, or
paragraphs revealing information related to the cop-
ing strategies of adolescents were labeled with code
words that captured the essence of participants’
remarks. The participants’ words were used as labels
when possible. A list of codes was developed, and
various display grids were used to organize codes
attributable to the three participant groups

Fig. 1. Study participants.
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(i.e., adolescents, ill parents, and well parents). For
second-level coding, the codes were compared and
then collapsed into categories. The researchers em-
ployed an iterative analytic process that involved
moving from specific incidents in the data to evolving
categories and then checking the categories against
additional incidents. The researchers returned to
the data to saturate, refine, and define the categories
as they emerged. In third-level coding, the relation-
ships among the categories were examined. A process
of constant-comparison analysis and reflection on the
data, selective sampling of the literature, and selec-
tive sampling of participants was utilized to generate
an explanatory model that was substantively dense.

Several procedures were used to enhance the
trustworthiness of our findings. The perspectives of
the three groups (i.e., adolescents, ill parents, and
well parents) were used to construct the model. The
analysis was conducted by an interdisciplinary re-
search team that included nursing and social work
professionals. Peer debriefing and discussion of
emerging findings occurred at weekly team meet-
ings. All methodological and analytic decisions
were documented in an audit trail. The sample is de-
scribed with detailed information related to demo-
graphic characteristics, health status, and family
structure, thereby enabling readers to determine
whether the findings were relevant to a particular
group.

The Explanatory Framework: Managing
Two Worlds

Participants described two worlds that constituted
the lives of the adolescents while their parents were
seriously ill and shortly after their death: the well
world and the ill world. The worlds were spheres in
which the adolescents carried out practical daily ac-
tivities and thus had no physical boundaries. The
well world was the sphere in which the adolescents
lived their “normal” lives. In this world, they attend-
ed school, spent time with peers, and engaged in so-
cial activities. The ill world was the sphere in which
they dealt with the life-limiting illness and death of
their parents. In this world, they spent time with
their ill parents, visited them in the hospital or hos-
pice facility, provided care for them in the home,
and took on additional family responsibilities such
as household tasks and caring for siblings.

A common problem faced by adolescents was the
challenge of living in both worlds. One 17-year-old
son stated,

When I wake up, it is a school day, but when I get
back from school, it is basically like a workday be-
cause I am staying home, I am watching over the
house, and I am taking care of everything there.
It is kind of like I am a teenager and a grown-up.
I go to school as a teenager. I get back, and I am
not a teenager anymore. I am a grown-up, you
know, and that alone, it could overload anybody’s
head just thinking about it all.

The adolescents responded to the problem of living in
two worlds with a process the team labeled “manag-
ing two worlds.” The term “managing” was chosen
rather than “coping” because dealing with the com-
plexities of living in two worlds involved more than
coping with the stressors of the parents’ illness; in-
deed, it entailed more broadly running one’s life in

Table 1. Participant characteristics

Adolescents
Ill

Parent
Well

Parent
(n ¼ 30) (n ¼ 11) (n ¼ 20)

Gender
Male 12 (40%) 6 (60%) 4 (20%)
Female 18 (60%) 5 (40%) 16 (80%)

Age (years)
Mean 15 55 50
Range 12–18 40–62 34–60

Religious affiliation
Catholic 9 (30%)
Protestant 6 (20%)
Jehovah’s Witness 1 (3%)
None 4 (14%)
No response 10 (33%)

Race
Caucasian 22 (73%)
African American 5 (17%)
Mixed race 2 (7%)
No response 1 (3%)

Current family annual
income (n ¼ 26)
Under $10,000 5 (19%)
$10,001–30,000 5 (19%)
$30,001–50,000 4 (16%)
Over $50,001 7 (27%)
No response 5 (19%)

Diagnosis (n ¼ 26)
Cancer 21 (81%)
ALS 1 (5%)
MS 1 (5%)
Pulmonary disease 1 (5%)
Mad cow 1 (5%)
No response 1 (5%)

Time from interview to
parent’s death (days)
Mean 41
Range 0–183

Note. The ill parent in four families died within one week
of the interview. One parent died during the adolescent’s
interview.
ALS ¼ amyotrophic lateral sclerosis; MS ¼multiple
sclerosis.
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the context of multiple demands. The process of man-
aging two worlds evolved in common ways across the
duration of the parents’ illnesses and included five
stages: keeping the ill world and the well world sep-
arate, having the ill world intrude into the well world,
moving between the ill world and the well world, being
immersed in the ill world, and returning to the well
world having been changed by the ill world. The stag-
es, characteristics common to each stage, and repre-
sentative quotes are presented in Table 2.

Keeping the Ill World and the Well World Separate

The participants described an initial stage in which
the adolescents tried to keep their two worlds apart.
This stage usually began when the ill parents were
diagnosed with a life-limiting illness. The stage could
be brief if the parent was diagnosed close to death,
such as with advanced cancer, or lengthy if the par-
ent had an illness with a more chronic trajectory,
such as amyotrophic lateral sclerosis. During this
stage, adolescents wanted life to be “normal” and
did not want to be seen as different from their peers.

One strategy adolescents used to keep the two
worlds separate was staying busy with well-world ac-
tivities to keep themselves from worrying about their
parents’ declining health. For example, one 17-year-
old daughter explained, “Being at school is a distrac-
tion because it gives me other things to do instead of
worry about home, what is making me sad. At school
it is like school mode; [at home it is] home mode.”
Another 14-year-old daughter stated, “I busy myself
until I just kind of forget, and it seems to work for
me. But I mean then when I come home it’s like,
‘Oh yeah, my dad’s sick, right.’ And I guess I get up-
set.” Other well-world activities that distracted the
adolescents from the ill world included going to
school, going out with friends, participating in sports,
listening to music, writing, playing video games, and
sleeping.

Another strategy adolescents used to keep the two
worlds apart was maintaining their privacy. The ad-
olescents kept the ill world out of their well world by
not revealing or discussing their parent’s illness or by
keeping their friends away from their ill parents. One
14-year-old adolescent daughter explained, “They
[friends] were supportive, and they wanted to see
him, but like I didn’t want to put him out there like
that, like come see how scratched up and hurt he is,
so I didn’t have them, let them see him or come in.”

Parents often helped adolescents keep the worlds
separate by encouraging them to keep up with their
“normal” activities and limiting their ill-world bur-
dens. One 46-year-old well father commented,
“I feel sometimes I should have them do more, but
they need to be kids through this, and at the same

time they are helping me with her [the ill mother]
in little ways that are big to me.” Adolescents who
lacked a close relationship with the ill parent found
it easier to separate the two worlds. A 13-year-old
daughter of divorced parents explained, “My father
(. . .) we weren’t very close, and I feel like that makes
it easier for me.”

Having the Ill World Intrude into the Well World

The participants described a second stage in which
the ill world intruded into the well world. This intru-
sion occurred as the ill parents’ health declined and
the adolescents observed their parents getting
weaker, changing in appearance, receiving more in-
tense medical treatment, and becoming less able to
accomplish daily tasks. The ill world intruded upon
the well world when the adolescents found them-
selves thinking and being concerned about their ill
parents even when the adolescents were engaged in
well-world activities. One 12-year-old daughter stat-
ed, “Most of the time I focus on school, but like I see
myself drifting off sometimes and just thinking
back to the old times when he was able to do things—
It is just hard.” Adolescents were especially likely to
worry about their ill parents after a difficult incident,
such as when they were brought to the hospice facil-
ity or “something happening at home.” The adoles-
cents were distressed by these thoughts because
they could not keep them at bay, and several cried
or “sobbed” when they occurred. One 14-year-old
daughter stated, “I started crying on the bus because
I wanted to go home, and I don’t know, it is hard. I feel
like I should be home with her, and instead I have to
go to a stupid football game.” During this stage, some
adolescents began to accept support from concerned
family and friends. One 16-year-old daughter, for ex-
ample, revealed, “I was in the middle of class, and I
started crying, and, honestly she [a friend] just stood
up and gave me a hug, and it really did, it made
everything better.”

Moving Between the Well World and the Ill World

The participants described a third stage in which the
adolescents moved between the well world and the ill
world. In this stage, they remained engaged in the
well world but frequently moved into the ill world.
The adolescents thus had a sense they were “doing
it all.”

Moving between the two worlds involved a sense of
being vigilant as to when one needed to move from
one world to another. As one 16-year-old son ex-
plained,

Nowadays we seem more like firemen when fire-
men are at the firehouse. They are just kind of
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Table 2. Processes adolescents use to manage two worlds when a parent is dying

Stages Characteristics Exemplar Quotes

KEEPING THE ILLWORLD AND WELL
WORLD SEPARATE

Staying busy

Going to school School was just like my escape . . .
Going out with friends I am always running around with my friends; that helps a lot too.
Playing sports And that’s how I feel about sports. I play softball, gymnastics, and cheerleading.
Listening to music [Music] gives me that comfort and makes you like in your own world, and when you

listen to that it is like, oh, everything is alright.
Writing I’ll write a poem or a song or a story, and then I’ll have gotten my feelings out but it

doesn’t like have to bring anyone else down.”
Playing video games Usually I try and play video games— I always play basketball to get my mind off of

things. That’s usually my main distraction
Watching television When I start watching something that is funny, I don’t think about anything else but

that television show.
Sleeping When I see something going the wrong way, I step back, and like I am going to go to my

room and sleep.
Maintaining privacy I don’t want to deal with hearing about my mom and people go, “How is your mom

doing?” (. . .) Then I just tell them I don’t want to talk about it because I feel like I
shouldn’t be telling them news that we are not for sure about until she is actually gone
and we can still hope for the better.

HAVING THE ILL WORLD INTRUDE
INTO THE WELL WORLD

Thinking and worrying
about the ill parent

When I get into to school— that is when I start thinking about stuff at home.
Sometimes I get distracted like if something happens at home, and then when I go to
school I just can’t think and I can’t do things. Sometimes and it sucks.

MOVING BETWEEN THE ILL WORLD
AND THE WELL WORLD

Doing it all I got normal teenager stuff, and then I have to deal with what is going on with my
father— It is like I am leading a double life right now— I go to school as a teenager. I
get back, and I am a grown-up, and that alone, it could overload anybody’s head just
thinking about it all.
She is sick, she just lays down, and I just do my own thing, go kick it with friends and
everything, go and call her and check up on her, when she calls and needs something, I
am there

Striking a balance of
support and privacy

Being completely honest with the people you trust most— So they can be there for you—
definitely my friends.
I don’t tell everybody about my situation because I don’t want my business to be out
everywhere— I talk to my best friend about it and my boyfriend because they listen to
me— My best friend knows what I am going through because her mother is very sick—
So she knows.

BEING IMMERSED IN THE ILL
WORLD

Taking on caretaking
responsibilities

I am the person he [ill father] always calls— I would like have to get him water and cook
him food, help clean him up, help his pajamas on, all that stuff [parents do not
get along]
The fun part is learning how to help somebody when they are not feeling well— The
hard part is like, getting them their food, and like giving their buckets

Spending time with the
parent

Instead of blowing off things and going to hang out with your friends, actually be happy
and stay home with your mom and cuddle with her and hold her hand— Because I
know she is going to be gone soon, and this is all the time I have left [crying].
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hanging out and doing stuff and playing cards or
something, but then when the fire bell rings, we
all just have to jump down the pole and be in a
more ready mode than we had to be in before he
was sick, so there’s definitely been some changes
as far as how quickly we can assemble and be ready
for anything— Keep that ear open and the boots
next to the door— I am not hampered as much by
my dad’s sickness as I am just concerned that I
always show up to help him.

Another aspect of moving between the two worlds in-
volved striking a balance between having others in
the well world aware of the parents’ illness and main-
taining privacy. Though the adolescents did not want
others’ knowledge of their parents’ illness to be the
focus of their well world, they recognized the need
for others to be aware of their situation. Some, for ex-
ample, were grateful when the school officials or their
parents informed their teachers about the parent’s
advancing illness so the teachers could help them
move between the two worlds. One 16-year-old
daughter stated, “My guidance counselor at school
and my teachers know what is going on. The guid-
ance counselor is supposed to tell the teachers just
to make sure they know what’s going on, and that if
I am lacking in one of my classes they can help me
out more.”

Being Immersed in the Ill World

The participants described a fourth stage in which
the adolescents begin to withdraw from the well
world and become more absorbed by the ill world.
As the health of their ill parents declined further
and they grew closer to death, the adolescents fo-
cused more on their ill parents and their families
and gave up many of their well-world activities.
They became immersed in the ill world by taking
on caregiving responsibilities and spending more
time with the ill parent.

The caregiving responsibilities that the adoles-
cents took on were in many cases considerable.
Some did extensive household tasks, provided per-
sonal care for the ill parents, and cared for siblings.
Though some adolescents appreciated the opportuni-
ty to care for their dying parents and to “help out”
their families, the caregiving responsibilities could
occupy much of the adolescents’ time and could feel
burdensome. The responsibilities of having a parent
near death were especially taxing for adolescents in
single-parent families and those in which the well
parents worked outside the home. One 14-year-old
daughter stated, “I am stressed out, and I have to
do things that, not normal people, but just teenagers
don’t have to do sometimes—making dinner everyR
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night after cheerleading, coming home and not being
able to go out on Friday nights, or staying home with
my mom, or having to go to the hospital.” One
17-year-old son said, “I am going to start looking for
one [a job] just in case he does pass away, because
then I will have to be the man of the house.”

The adolescents also became more immersed in
the ill world as they simply spent more time with
their families. The adolescents would often choose
to stay home just to “hang out” with their ill parents
as the adolescents realized there was little time left.
During these times, the adolescents would offer emo-
tional support and express affection toward the
ill parent. One 14-year-old daughter explained,
“Instead of blowing off things and going to hang out
with your friends, actually be happy and stay home
with your mom and cuddle with her and hold her
hand— because I know she is going to be gone soon,
and this is all the time I have left [crying].” For
some adolescents, being immersed in the ill world
meant keeping vigil with their ill parents as death
approached.

Returning to the Well World Having Been Changed
by the Ill World

The final stage occurred after the ill parents’ deaths
and funerals, when the adolescents fully resumed
their well-world activities. Several participants em-
phasized, however, that the adolescents were funda-
mentally changed by the loss of their parents, and
their well world was no longer the same.

The well world of the adolescents was different, be-
cause most others in the well world knew about their
parents’ death and therefore freely offered support
and condolences. Feelings connected to others in
the well world were now a comfort for most of the ad-
olescents. One 17-year-old son discussed responses
he received on Facebook about the loss of his father:

I really enjoyed reading everything that everyone
had to say. It was just kind of nice to see how
many people said they were there for me, whether
they would be there or not, but it was just kind of
nice to see everything everybody had to say.

Another way in which the well world was changed for
the adolescents was that they continued to feel the
presence of their lost parents, and thus many well-
world activities were dampened by their sense of
loss. One 13-year-old son said about leaving for
school, “He’s not there to hug me bye— When I call
home sick I can’t talk to him. [Sniffling] When I
come home from school, it’s like he’s not there.”
Another 15-year-old daughter stated, “[I feel] sudden
temporary urges of grief. I will just be sitting around

doing nothing, and I will eat a granola bar, and I will
start to cry and be like ‘oh daddy.’ ”

The well world had changed for a few of the adoles-
cents, who now felt that they had a special kinship
with other adolescents who had lost a parent. One
18-year-old son stated,

Throughout the year I have had particular points
where you have the realization, sudden hits of
grief, moments of grief, they can’t be predicted—
He [friend at college] had gone back home because
his dad had Lou Gehrig’s, and so for a couple of
days he was gone, I think a week or two, and
then he came back and his dad died— It reminded
me of my dad, and then we got that moment of
grief, but also that moment of not being alone.

The well world thus offered to the adolescents a
chance to bond with peers who had had similar expe-
riences of loss.

Some adolescents believed that they had matured
because of the death of their parents, and several in-
dicated they now felt it was time to “move on.” One
18-year-old son said,

I think that I would’ve been less motivated, less de-
termined had my father not gotten sick and died.
That is where I think it all came together as the
start of my personal growth, because there wasn’t
that sort of protective shadow anymore. As soon
as my dad stopped being the one who could take
care of everything, that for me was taking on
more responsibility, and the more responsibility
you have, the faster you grow up.

Although the adolescents continued to mourn the
loss of their parents, several expressed a readiness
to return fully to the well world, having grown
through their loss. These adolescents had a sense
that this is what their deceased parents would have
wished for them.

DISCUSSION

These results substantiate the findings of prior re-
search indicating that adolescents cope with the
life-limiting illness of a parent by integrating the ill-
ness experience into their everyday lives (Phillips,
2014; Finch & Gibson, 2009), using the distraction
of normal activities to avoid worry (Phillips, 2014;
Thastum et al, 2008), and maintaining normality as
long as possible (Kennedy & Lloyd-Williams, 2009).
Other researchers have also reported that adoles-
cents often provide care for the ill parent and younger
siblings and take on household responsibilities,
which often limits the time they spend with their
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friends (Phillips, 2014; Cait, 2005; Christ & Christ,
2006; Thastum et al, 2008; Kennedy & Lloyd-
Williams, 2009; Sheehan & Draucker, 2011). Our
findings also resonated with studies finding that ad-
olescents often preferred not to talk about their par-
ent’s illness, at least initially (Huizinga et al., 2005;
Thastum et al, 2008; Dehlin & Reg, 2009; Kennedy
& Lloyd-Williams, 2009; Giesbers et al., 2010), but
later could find comfort in talking with their siblings
and friends, especially when they shared common ex-
periences (Phillips, 2014; Bugge et al., 2008; Finch &
Gibson, 2009). Our findings add to the literature,
however, by providing a model that highlights the
challenges of living “normally” in the well world
while also dealing with parental illness in the ill
world and that outlines the ways in which this occurs
over time. The model thus captures the dynamic pro-
cess by which adolescents continuously adapt in the
face of a parent’s declining health and impending
death, as well as their own bereavement.

Our findings should be considered in the context of
several limitations. Our sample was drawn from a
single hospice facility, and it is likely that families
who do not use hospice services may have different
experiences surrounding parental bereavement. Giv-
en that the interviews occurred near the end of life or
soon after the death of a parent, it might have been
difficult for participants to discuss negative feelings
or to reveal conflictual family dynamics. This limita-
tion was offset to some degree by having multiple fam-
ily members describe the same incidents. Also, our
sample size did not allow us to explore how variation
in family characteristics (e.g., religious affiliation,
race, family income) may have influenced the adoles-
cents’ experiences. A prospective study with a larger
sample and robust representation from different de-
mographic groups would permit such an exploration.

The findings have implications for healthcare pro-
fessionals who work with bereaved adolescents. We
concur with Bylund Grenklo and colleagues’ (2013)
recommendation that interventions need to be devel-
oped that target adolescents or their families before
and after the parent’s death to ameliorate short-
and long-term negative outcomes. Healthcare profes-
sionals can use the model developed for this study as
a springboard to initiate conversations about how ad-
olescents are managing their two worlds, to explore
which stage they are in, and to help them decide
how they wish to manage the tensions they experi-
ence in managing the demands of each world.
The model indicates that the role of healthcare pro-
fessionals or other adults who seek to help bereaved
adolescents may change over time; adolescents may
reject adult help when they are trying to keep the
ill world out of their well world but welcome it
when the ill world intrudes.

Future research should expand the model by in-
creasing the sample size and including families
with more ethnic, religious, and regional diversity
to explore population variations of “managing two
worlds.” Researchers should also explore how varia-
tions in this process are related to adolescent out-
comes. A longitudinal study that follows families
from diagnosis to several years post death and that
includes multiple data sources such as observation
and journaling would provide a more robust under-
standing of how adolescents cope over time. Parental-
ly bereaved adolescents are an understudied and
at-risk group, and more information is needed to
develop targeted interventions to improve the quality
of their lives during and following this significant life
trauma—the loss of a parent.
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